
their lives to this population. We childran were% intended to live’ whi;jj;we g$dr?g A, 
v-F--. ,n insur-’ 

didn’t have rigid agenda, 6r tin% in an intensive %a& unit oi a.high- 
frames 

ante-~%z&rpany,, end: show them 
-we had groupsin which i risk nursery. High-risk nurseries 

we talked about ventilator-depen- have ‘other, @asons ,for‘being. 
cost sa&ngs ahd approach them 

dent children - how ta get them These children need a bet&home. 
as c:oll&agues,thi jy-:are willing to 
listen and will.sr tmetimes revise 

home, their problems, whetaur ex- They need better afternative living their policies inoidertocoverthese 
periences have been, what we solutions - if not their own home, 
should look forward te in the fu-’ then a home-like set&$&&ome- 

children;. 
Third,, other .than the Crippled 

tube. Consequently, we wanted to thing e/se, “’ ?::I 
&ring these peopte together and Third, oneof themajor&~&swe 

Chitdren’snrograms,TitleXIX,and 
the Maternal Child Health Nook 

&are experiences for ihiee main face after medical stability is, “How Grant, there are reallv no other 
reasons. .)_I I=1, 
: .‘Qne is best summa&&d 

are we going to payforthesechif- : sources of funding, with the ex- 
by the ‘, dren to go home?‘* We’voheardthe ception ‘of grants and gifts. In II- 

!ast few words that BettyWarten- figures, and they are hard to be- linois &d other states, we can 
berg spoke at the Surgeon Genet- ,I lieve. Do you really believe that we save approximately $22,000 a 
al’s Workshop in Washington. ft saved the stateof lllinois$5million month by creating a little ambu- 
made the hair on my neck stand up ” in the last four years on these latary intensive care unit in the 
m, fhe back, and I shivered. Betty; ” children? These figures are over- home. It looks like a home, but yet 
#Fen she finished her. speech, whelming. f .:>: :: ,‘,,~ 
,+q$d, ,“I thank you for not pulling .The first time I &as @‘&viewed 

it has equipment - a ventilator, a 
suctionmachine, andsometimesa 

tee plug on Donnie.” far a local paper, they asked how backup generator or ventilator. 
j’ <The second experience occurred much the children’s“case,:cast. I We did not spend all of our time 
attheendaftheseminarwhenthe said some of these child&n’s care on funding at that conference. We 
v&y imposing figure of the Sur- costs $45,000 a month. .They put also discussed the role of parents. 
geon ‘General of the Urrited States down $45,000 a year. I went back The par&?s are critical-they are 
stood before us and took-the gavel to them and said, it’s $45;000 a really the case managers -they 
and hit it hard and said;,r.f!‘m sup month, not a year -a m&h. They run the.show and make the opera- 
posed to make decisi’ons; I de&are said that’s not possibte. -__, rion occur. We also talked about in- 
that this conference~ise&ccess, ‘” it’s not only possible, it% hap- voiving the parents in training. 
andwe’readjourned.” Andweleft. pening. _ 

Therefore, wo addressed fund- 
Another item we emphasized 

Those two moments come to- was the differences that occur 
gether to make our first point: We ing issues at Brook Lodge. You fromfamilytofamily, child tochild, 
cannot give up on these children, would be interested to know that situation to situation. They’re all 
and we shall not give up on these we have no iron-clad solutions. different. We had to go to our tenth 

I ,d ,. . 
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chi ld be fo re  w e  : h a d ’ a ‘ d u & c ’& ? ~ ~ ~  the Depar tment  of Ch i ld ren  a n d  bers.  T h e  B rook  L o d a e  Cnnfnrentw 

diagnosis .  C o n s & & n  
n o  proto type a t i&&‘&  

ltfy, I&  h a &  0  ’ Fami ly  ‘Serv ices put  a n  a d  in  the 
- -~ -  --. ..-. -. .-- 

i ; ? r ~ g e & $ & ~  ‘i, “p a p e r  concern ihg  a  d isab led  &chi ld ,  
devo ted  par t  of its tim e  to the Ian-  

W e  can’; -real ty d e s & B e  a  ‘L e n ?  ‘1  
g i iage  of the future. W e  looked  at 

‘a n d  they h a d  2 4  p e o p l e  respond.  
t i fator-dependent,chi fd;  there for& 

what  is go ing  to h a p p e n  to these 
Half  of the responden ts  werenurs -  

.we h a v e  to h a & +  exhat ist ive ~ c &  , ,, es, a n d  two o r  th ree of t hem w e r e  
h igh- tech vent i la tor -dependent  
ch i ld ren in  the future. W e  must  not  

Ja i led care  p lans- f&tht i+e,  k ids in  respi ratory therapists.  O u t of that 
: the h o m e . H o w  d& i f&d?  f tecen$y,‘“‘ ‘.,“g ioup  ihte tu rned  obt  a  veryi  very 

just th ink of the chi ld  a lone,  but  of 
the family, the communi ty  a n d  of 

sawone tha t rana lm&t4UOpage$  
~~h i l d ren’s H o m e & & h  Networ& is  

1.’ f ine cand ida te  for $  med ica t  foster ‘al l  the inst i tut ions that a re  in-  
h o m e . W e  a re  in theprocessnowof  votved. O n e  of the speakers ,  Dr. 

,com mit ted to. ‘_  cor is ider i i rg &very  ” drawing .  u p  some.  gu ide l ines  and ;  
T$on t ingency  w h & & e  c h i ~ d g x &  ? ’ direct ions for med i ca#  foster homes .  

K o h r m a n ,  sa id  that w e  must  b r ing  

borne .  Y o u  h a v e  7 0  kee$ tha  r o a &  :: .There  a re  p e o p l e  w h o  wou ld  l ike to, 
_ together  p e o p l e  w h o  a re  work ing  

‘bpen ,  m a k e  sure,  the l ights a re@ _  
with this k ind of popul t i t ion to de -  

‘take these ch i ld ren irito their  homes .  te rmine ‘their. educat t’bt ial  needs .  
a n d  then,  wh i ie  day ing~  that,, we:  
h a v e  to k e e p  say ing’to oor ie l&s  ‘” 

“S o m e tim e s  it’s: ‘n&f  appropr ia te  W h a t k ind of p lann ingdb they  h a v e  
‘a n d  somet imes  they cannot  leave.  for the fu ture? W h & t ‘k ind of re  !- 

,~ that every  chi ld; is,,?. h o m e  d l i~  Therefore ,  w e  h a v e  to think abou t  g ionaf izat ion d o  w e  n e e d  in  o rde r  
cha rge  candidate :  S lbmet im&s  w e ’ .I, o ther  forms 2  t ike hospi taf  schools,  ta put  these chi ldrei t’in  the least 
h a v e  to c o m e  to thebit ter gripF.!yf~: ‘:, upg rad ing  of nursingfaci l i t ies,oth- restr ict ive env i ront ient? C a n  w e  
saying,  ‘This ch iw”is!“n &  a  cand l -” * “‘& r  bediat r ic  f&ei i i t ies thar  wil l  g e a r ” “irot s% y that the g o a i $ $  {his p o p u -  
da te  for h o m e  d ischarge,“a n d  that their  way  toward  this popu la t ion .  fat ion is to b r ing  them t& the p lace  
hurts us  very much; ,  ‘:(:. (** (, 

W e  a re  a  gove rnmen t  that: ii 
In o rde r  ‘to serve this popu ta -  that is best  for t hem & :& r o w  a n d  

at ion, you  must  h a v e  very con-  deve fop?  ,; (: _, 

ru led  by  regulat ior is ; therefore w e  tro l led s tandards  a n d  p l a n n e d  M a n y  of these th ing&‘$ e  h a v e  
a re  deve lop ing  s tandards,  gu ide -  gu ide l ines.  T h e  who le  system that d o n e  before,  so  w e  n e e d  to co l iab-  
t ines, a n d  regulat iot is for get t ing w e  a re  ta lk ing abou t  is runn ing  ora te  and f indou t f ro&oneano ther  
these ch i ld ren h o m e . aga ins t  the s t reams of medic ine .  what  is be ing  done .  T h e  hours  a re  

H o m e  care  is nota lways e n o u g h  For  years  w e ’ve  said,  “Veryi l l  chit- long,  the d e m a n d s  great ; ,&d the 
-we  n e e d  o ther  a l ternat ive k inds d r e n  b e l o n g  in  hospi tals:” N o w  
of p laces  for these ch i ld ren to l ive w e ’re  saying,  “M a y b e  not.“M a y b e  

payof fssomet imesveryha+tqsee 
andveryhard tomeasure :bu tped i -  

such  as  med ica l  foster homes .  A I- they n e e d l o  b e  in. the h o m e ; a n d  atric pract ice is exci t ing as&eth ink  
t hough  it m a y  s o u n d  impossib le ,  they a re  go ing  h o r n ?  in  la rge  n u m -  abou t  h o m e  care  in  the f$re. ,O  
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